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Purpose: Patients with a high-grade glioma (HGG) and their caregivers have imminent and changing
informational and supportive care needs. The purpose of this study was to investigate the feasibility and
safety of a Danish brain tumour website (BTW) in patients with HGG and their caregivers. We hy-
pothesized that the BTWwould be feasible, safe, helpful and convenient for individuals to obtain support
and information.
Methods: This is an exploratory, prospective six-month feasibility study. Two separate samples were
collected: 1) a nationwide sample consisting of BTW visitors over a six-month period and 2) a sample of
patients with HGG (n ¼ 9) and their caregivers (n ¼ 8) interviewed three months after being introduced
to the BTW.
Results: The BTW was accessed from 131 different Danish towns and cities, and from ten different
countries. The website had 637 unique users. The interviews identiﬁed one overarching theme 'chal-
lenges and barriers'. Being newly diagnosed, patients described a chaotic and overwhelming life situation
and had difﬁculties in identifying with their new and changed role. When using the BTW, some patients
and caregivers experienced technological challenges, while the former also experienced cognitive dif-
ﬁculties. Caregivers greatly appreciated that the BTW was available and that easily accessible specialists
could answer their questions.
Conclusion: The BTW attracted nationwide interest and activity, but the burden of being newly diag-
nosed with HGG combined with a low level of internet skills and cognitive deﬁcits were barriers to
participation.
Trial registration number: ISRCTN22038059.
© 2015 The Authors. Published by Elsevier Ltd. This is an open access article under the CC BY-NC-ND
license (http://creativecommons.org/licenses/by-nc-nd/4.0/).Introduction
High-grade glioma1 (HGG) is the most devastating and life-
threatening disease among primary brain cancers (Omuro and
DeAngelis 2013), and even though multimodality treatments such
as neurosurgical resection or biopsy, radiotherapy and chemo-
therapy (Hottinger et al., 2012) have improved HGG prognosisof Copenhagen, UCSF 9701,
5 6127 8067.
L: Health-related quality of
our website; KPS: Karnofsky
Ltd. This is an open access article u(Preusser et al., 2011), long-term survival is poor (Mrugala et al.,
2012; Hottinger et al., 2009; Lovely et al., 2013). This underscores
the need for supporting health-related quality of life (HRQOL) in
patients with HGG and their caregivers (Boele et al., 2012). Despite
the increasing evidence that patients with HGG have imminent and
changing rehabilitative and supportive care needs (D'Angelo et al.,
2008; Molassiotis et al., 2010; Sizoo et al., 2013; Walbert and Khan,
2014, Rooney et al., 2013; Halkett et al., 2010), only few rehabili-
tative and supportive care intervention studies have targeted this
speciﬁc population and its caregivers (Piil et al., 2014b).
When given optimally information about the prognosis (prog-
nostic information) can be a catalyst in promoting the individual's
adjustment to the diagnosis (Innes and Payne 2009). A gradual
increase in severity of the disease and treatment-related symptomsnder the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/4.0/).
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2014; Moore et al., 2012), forcing the patient to make necessary
adjustments in everyday life (Piil et al., 2014a). Symptoms of e.g.
dementia have a negative impact on everyday life, as patients lose
the capacity to function independently (Rooney et al., 2011). For
example, patients become dependent on caregivers for trans-
portation when they lose their driver's license due to seizures.
Limitations like this affect the patients' likelihood of and ability to
participate in general rehabilitation programmes (McCartney et al.,
2011), which may result in health disadvantages for the HGG
population. An Internet-based intervention (IBI) may be an alter-
native for patients too challenged to participate in traditional face-
to-face programmes (Forducey et al., 2012). Family members also
have a need for support to alleviate the stress related to the care-
giver role (Boele et al., 2012; Petruzzi et al., 2013; Cavers et al., 2012;
Cornwell et al., 2012; Hricik et al., 2011; Madsen and Poulsen, 2011).
Caregivers experience limitations in daily life, as they often need to
be readily available to assist the patient (Madsen and Poulsen,
2011). One of the advantages of IBI is that visitors can choose the
information, time and place suitable for them. In addition to
providing easy access to disease-speciﬁc information (Osei et al.,
2013; Stanton et al., 2013; Sublett, 2013; Cugelman et al., 2011),
IBI is a convenient way to interact with specialists and/or peers
(Frensham et al., 2014; Grifﬁths et al., 2006) for both patients and
caregivers (Nicholas et al., 2012; Boots et al., 2014). When IBI en-
ables cancer survivors to share experiences, it can bolster a sense of
self-efﬁcacy and control (Stanton et al., 2013; Hoybye et al., 2005).
Moreover, IBI allows participation from home (Kukafka et al., 2002),
which may be especially beneﬁcial for those at risk of becoming
socially isolated (Cavers et al., 2012). There is, however, inconclu-
sive evidence regarding the effects of IBI (Gorlick et al., 2014;
Schrader et al., 2014), as this type of intervention is prone to high
attrition or non-use (Gorlick et al., 2014; Chiu and Eysenbach 2010).
Approximately 90% of all households in Denmark had Internet ac-
cess in 2013 (Statistics, 2014) and data shows that patients with
HGG and their caregivers search for information about their disease
on the Internet (Piil et al., 2014a). The Danish population has a high
level of familiarity with accessing online services as all ofﬁcial
communication with the authorities is digital. An IBI has the po-
tential to be implemented as an individual, convenient way of
accessing information and receiving support (Grifﬁths et al., 2006).
The aim of this study is to investigate the feasibility and safety of a
Danish brain tumour website (BTW) (hjernekraeftnetvaerk.dk) in
patients with HGG and their caregivers. Safety will be studied based
on whether BTW users experience unnecessary emotional distress.
Materials and methods
Study design, participants and recruitment
This mixed methods study investigates the feasibility of a newly
developed nationwide BTW (Polit et al., 2012). This paper is
inspired by the CONSORT EHEALTH checklist, V1.6.1 (Eysenbach
and CONSORT-EHEALTH Group 2011, Eysenbach, 2013; Consort,
2011). Two separate samples were collected: 1) a nationwide
sample of BTW visitors over a six-month period and 2) a sample of
patients with HGG and their caregivers interviewed three months
after being introduced to the BTW as its ﬁrst users. Data were
collected in parallel and analysed separately (Creswell et al., 2011).
1) Nationwide study sample
The nationwide BTWwas available to all patients with HGG and
their caregivers in Denmark. To recruit participants nationwide in
Denmark, an information packet containing a letter for the heads ofhospital departments, pamphlets for patients/caregivers and
posters of the BTW were distributed to 24 hospital departments in
Denmark, including four neurosurgical, four oncological and 16
neurological departments, as well as the national brain tumour
organisation. They were encouraged to place the pamphlets in
relevant hospital waiting areas. No follow-up procedure was car-
ried out to determine whether or not the material had been
distributed to patients and caregivers. Because this was a feasibility
trial, public advertising was not used.
2) Interview study sample
Patients and their caregivers were recruited using a consecutive
sampling strategy from March to May 2014 at the Department of
Neurosurgery, Rigshospitalet, University of Copenhagen, and
informed about the study on their ﬁrst postoperative day. The
interview study sample comprised all eligible patients and care-
givers during a three-month period who agreed to learning about
the BTWand participating in interview after three months. Written
informed consent was obtained before discharge from the hospital.
Participants included were 18 years of age, newly diagnosed with
HGG (WHO classiﬁcation grade III/IV) and their caregivers, able to
speak and understand Danish and had access to the Internet. There
were no restrictions regarding computer skills and/or experience.
Since this study required active, independent activity, a Karnofsky
Performance Scale (KPS) 60 at baseline was considered a neces-
sary prerequisite for adequate participation purposes. Participants
were given face-to-face verbal and written instructions on the
content and interactive function of the BTW, including the oppor-
tunity to ask specialists questions, to interact with peers and to
access relevant HGG-speciﬁc information. The guidelines for
acceptable conduct on the BTW were outlined and anonymity
assured. Study participants were given a pamphlet providing a link
to the BTW. They were taught how to access the BTW and offered
assistancewith the ﬁrst login. Once logged in new users received an
automatic BTW welcome e-mail. Registered with the Danish Data
Protection Agency (02865-30-1219) and the Research Ethics Com-
mittee in the Capital Region of Denmark (H-2-2013-135) this study
was carried out in accordance with the Declaration of Helsinki
(WHO, 2000).
Intervention: the BTW
The purpose of the BTW (hjernekraeftnetvaerk.dk) was to meet
the need for acquiring prognostic information to be given at a pace
and amount that respects the individual strategy of patients with
HGG and their caregivers. Improved access to brain cancer spe-
cialists throughout the HGG trajectory has the potential to fulﬁl
their information needs.
Design
Embedded in an existing health care software platform
(sundhed.dk) with a ﬁxed design, the BTW was designed and
developed based on the professional clinical and scientiﬁc knowl-
edge of a multidisciplinary team, as well as the experiences of pa-
tients with HGG and their caregivers (Piil et al., 2014a; Diaz et al.,
2009).
Specialists
The BTW was facilitated by a moderator (KP), specialists from
departments of neurosurgery (nurse, physician and neuropsy-
chologist) and oncology (nurse and two physicians), a specialist in
neurology (physician), a specialist in rehabilitation (physiothera-
pist) and a health care social worker from a palliative department.
The diverse expertise of this nine-member multidisciplinary team
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posed on the BTW. The moderator also facilitated activity on the
BTW by providing topic discussions and/or by asking specialists
questions. Table 1 provides a list of the topics.
Contents
The BTW provides speciﬁc HGG information and links to quality
websites, a disease and treatment-speciﬁc glossary, an ask-the-
specialist feature, online support groups for sharing experiences
and weekly access to an open telephone line with the moderator.
The BTW has six templates (overall topics), each with sub-headings
(Table 1). The BTW components were developed to encourage self-
management, including a platform for sharing experiences with
peers by e.g. writing a personal story.
Data collection and analysis
Nationwide data
Data from users nationwide were collected for six months
commencing with the launch of the BTW. Data include the number
of users, logged-in members, postcodes from which the BTW was
accessed, types of devices used to access the BTW, number of ﬁrst-
time versus returning users and type of activity (number of ses-
sions, most visited pages, use of telephone support). Statistics from
the website were extracted using Google Analytics (Google).
Interview data
Data on patient characteristics included demographic charac-
teristics, performance status (KPS) and disease and treatment in-
formation obtained by questionnaire and by reviewing medical
charts. No caregiver characteristics were obtained. After three
months the principal investigator and clinical specialist (KP) con-
ducted individual telephone interviews with participants. Using aTable 1
Templates on the brain tumour website.
Share
experiencesa
Ask a specialistb Ongoing newsc
Advice/ideas What happens during hospital admission to
the neurosurgical department
Video about brain ca
Alternative
therapies
Travel and health insurance Telephone support l
Being a caregiver Leave of absence for terminal care Digital information
Diagnosis Prognosis of an anaplastic astrocytoma Law reform regardin
beneﬁt(s)
Everyday life Sick leave beneﬁts News from the 2014
Tumour conference
The operation What is a cystic tumour? Palliation
Radiotherapy/
Chemotherapy
What is radiotherapy and how does it work? Support a hospital c
can provide
Rehabilitation New scientiﬁc trials in Denmark
What to know about medication and driving
Coordinated support from the community
Ask a question e if i
to you
Community rehabili
programmes
Advice if you choose
therapies
Being a relative to a
aphasia
a Visitors can share their experiences and comment on others.
b Visitors can ask nine different specialists questions.
c The moderator and the specialists write news relevant for patients and caregivers.
d Visitors can read about brain cancer, its treatment and common symptoms.
e The template outlines how visitors can use the website and includes a presentation
f This template contains a list of registered users and includes their personal stories.semi-structured interview guide (Table 2), participants were asked
to share their experiences and evaluation of the BTW. Interviews
were digitally recorded and transcribed in full. Two researchers (KP,
MJA) reviewed the transcripts independently and discussed the
datasets to enhance rigour. KP coded the interviews thematically
according to Braun and Clarke (2006) using the qualitative analysis
software programme NVivo10 (Skorkjær Binderkrantz and Bøgh
Andersen, 2011). MJA reviewed and commented on the coding
categories. KP and MJA resolved any discrepancies. Finally, the
codes were grouped into categories and reviewed to identify
overarching themes (Braun and Clarke, 2006). The quotes were
translated by the research team.Results
Nationwide user results
User statistics were collected for six months after initiation of
the BTW and are outlined in Table 3. The BTW was accessed from
131 different Danish towns and cities, and from ten different
countries. The website was visited 1450 separate times and 9317
pages were viewed. Thewebsite had 637 unique users, identiﬁed by
the number of individual devices that visited thewebsite. Forty-ﬁve
visitors completed the login procedure, including nineteen care-
givers, fourteen patients and twelve specialists (including the nine
specialists from the multidisciplinary teammentioned above). Four
caregivers and two patients contributed with personal stories. Two
patients made use of the weekly open telephone line to seek
technical support and information for a referral to a psychologist.
On average, six different pages were accessed per visit and the
average duration spent on the BTW was 4.16 min. The bounce rate,
which shows how often users leave the BTW after only viewing the
front page, was 32%. There were 600 (41.4%) new visitors and 850
(56.6%) returning visitors. Computers were used most often to ac-
cess the website (73%), followed by tablets (14%) and mobileAbout brain cancerd About the
networke
Members of the
networkf
ncer Explanation of words often
used
Contact List of members
and proﬁles
ine Rehabilitation and support How to use this
website
in Denmark Symptoms Presentation of
specialists
g sick leave Treatment Ethical
guidelines
Danish Brain Types of brain tumours For journalists
and students
More information (links)
oordinator Finding my way through the
health care system
t is important
tation
alternative
near one with
of the specialists.
Table 2
Interview topics.
Research questions Interview questions
Have the participants visited the BTW? Have you visited the BTW hjernekræftnetværk.dk?
If yes:When did you visit the BTW for the ﬁrst time? How often have you used the BTW during
the last 12 weeks? Have you set up a personal proﬁle on BTW? If no: Can you explain why not?
If yes: Did you log in while you were on the BTW site? Did you write a personal story or read
others'? Why/why not?
If no: Can you please tell me about the reasons why? Have you sought (and found) information
and/or support in other ways? Has this been adequate for you? Do you have any unanswered
questions about the BTW?
What do the participants think of the design? What do you think about how the BTW is designed?What is it like to navigate on the BTW?Did
you ﬁnd what you were looking for? Do you have any suggestions/comments on how to
improve the BTW?
Is this BTW feasible for this group of participants? What are your feelings about being provided with information/support via a BTW? Did it
increase your level of knowledge? Was the information appropriate and relevant? Did you
receive support? What was it like to use the BTW? Did you talk about the BTW with others?
Did the BTW lead to discussions about your rehabilitative/supportive care, needs or treatment?
What do the participants think of the features available on the BTW? Any
suggestions for improvements?
What do participants think of the communication with and information
from the health professionals/other patients and/or caregivers
Do the participants have any other general comments, or suggestions for
making improvements
Which templates did you use?What do you think about the topics? Did the BTW beneﬁt you or
stress you in any way? Did you obtain new information or new ideas for self-management that
you could apply to your daily life? Was the BTW lacking in any way?
Would you mind commenting on the templates:
 Share experiences (reading, writing or both)
 Ask a specialist (reading, writing or both)
 News (Was the news here useful?)
 About brain cancer
 About the network
Is there anything else you would like to share? Do you have any suggestions for improving the
BTW?
Is the BTW an advantage/disadvantage for you? Would you recommend the BTW to others?
BTW: brain tumour website.
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specialist, 2) Share experiences, 3) News 4) Member list and 5) About
the network. Three caregivers shared their experiences about
Alternative and complementary therapy or the Diagnosis, their
posts read 296 times by visitors. Caregivers asked the specialists
two questions and their responses were read more than 200 times.Interview ﬁndings
Eleven patients and ten of their caregivers were recruited
(Fig. 1). Patients with KPS <60 (14 patients: aphasia (n ¼ 3), severe
cognitive impairment (n ¼ 7), severe neurological impairment
(n ¼ 4) and patients with psychotic/severe stress reactions (n ¼ 2),
no Internet access (n ¼ 2) and not Danish speaking (n ¼ 4) were
excluded. KP and the clinical specialists assessed whether or not
patients with cognitive deﬁcits were able to participate in the
study. Table 4 outlines themedical and demographic characteristics
of patients. All patients received either radiotherapy and/or
chemotherapy. Two patient/caregiver pairs did not wish to be
interviewed due to a terminal condition (n ¼ 4). Individual in-
terviews at post intervention were therefore conducted with 17
study participants (9 patients and 8 caregivers).
Five of the 17 participants (two patients and three caregivers)
accessed the BTW during the 12-week study period (users). The
remaining patients (n ¼ 7) and caregivers (n ¼ 5) were non-users.
Users described their experience with the BTW and non-users
described their thoughts about the intervention without actually
accessing the BTW.BTW challenges and barriers
The overarching theme of challenges and barriers stands out in
the interviews and sheds light on the feasibility and usefulness of
the BTW. Participants experienced technological difﬁculties and
challenges with problem solving and learning.“My computer broke, so I bought a new one… I'll try to start it up,
but my brain is not what it used to be.”
Patient 7, 58 years, glioblastoma IV (non-user)
Concerns were expressed about anonymity when sharing pri-
vate information online.
“I'm not trained for this (computer), and I'm not sure … that I'm
really anonymous when I log on.”
Patient 1, 64 years, glioblastoma IV (user)
Being newly diagnosed, patients described a chaotic and over-
whelming life situation. They did not have the time required to
become familiar with a website and they did not prioritize it either.
“I've been busy since the operatione and I never have a moment to
spare.”
Patient 9, 57 years, anaplastic oligodendroglioma III (non-user)
Having easy access to specialists when needed, however, was
appreciated.
“It's nice to know that the BTW exists e in case our situation
changes.”
Father to patient 2 (non-user)
The participants felt concerned about receiving information that
might cause distress, which is why they tried to control the type of
information they read on the website.
“I have been very careful not to ask questions as I'm not ready to
know the answers. I only need the positive stories e because I
prefer to be a part of that small percentage.”
Table 3
Web-user data statistics.
Activity No (%)
Number of sessionsa 1450
Usersb 637
Members (users who logged in): 45
 Patients/Relatives 14/19
 Interested parties/Health care professionals 1/11
Wrote about a personal experience:
 Patients/Relatives 2/4
 Health care professionals 2
Users of the weekly telephone line 2
Page viewsc 9.317
Pages/sessionsd 6.43
Session duration in minutese 4:16
Bounce ratef (32)
First-time visitorsg 600 (41.4)
Returning visitorsh 850 (56.6)
Website visited from:
 Countries/towns and cities 10/131
The type of device:
 Computer 1065 (73)
 Tablet 205 (14)
 Mobile 180 (12)
Most visited pages in page views:
 Ask a specialist 870
 Share experiences 694
 News 555
 Members 474
 About brain cancer 410
a Total number of sessions within the date range. A session is the period time
users are actively engaged with e.g. the website or app. All usage data (screen views,
events) are associated with a session.
b Users who have had at least one session within the selected date range, includes
both new and returning users.
c Page views are the total number of pages viewed. Repeated views of a single
page are counted.
d Pages/session (average page depth) is the average number of pages viewed
during a session. Repeated views of a single page are counted.
e The average length of a session.
f Bounce rate is the percentage of single-page visits (i.e. visits in which the person
left the site from the entrance page without interacting with the page).
g An estimate of the percentage of ﬁrst-time visits.
h Percentage of visitors returning to the website.
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One patient, for example became sad after reading on the BTW
that a caregiver was desperately in need of support. To avoid
reading certain information, the patient did not return to the site.
There was a wish for control over the type and timing of informa-
tion received.
“The site reminds me of my suffering…my challenge. I only want to
think about it when going to the hospital.”
Patient 14, 42 years, glioblastoma IV (user)
Moreover, participants felt that it was difﬁcult to foresee the
potential beneﬁts of sharing experiences on the BTW and few did
so. For certain patients, it was not possible at this early stage of the
disease trajectory to identify with their new and changed role.
“I don't want to identify with being a patient e that's not who I
am.”
Patient 2, 46 years, glioblastoma IV (non-user)
Web-based interventions were perceived as a more appropriate
intervention for younger generations.“It has something to do with my age e I'm not happy about the
information you read on the Internet. You can't expect an answer
explained in greater detail.”
Mother to patient 2 (non-user)Discussion
This study investigates the feasibility and safety of the BTW and
explores the perspectives and experiences of patients with HGG
and their caregivers. There were 45 logged-in users over the six-
month study period; however, the number of unique visitors
(637) was much higher. Hansen J. et al. found that users only read
websites cursorily (Weinreich et al., 2008; Ruland et al., 2013) and
that sites generally attract a greater number of readers compared to
number of registered users (Hansen and Lundsby Jensen, 2009).
The number of returning visitors (56.6%) shows that users re-access
the BTW, which is comparable to visitor behaviour on other and
similar websites (Ruland et al., 2013; Hansen and Lundsby Jensen,
2009). Visitors stayed on the BTW for an average of four minutes,
which is also comparable (Hansen and Lundsby Jensen, 2009),
indicating that the BTW is of interest to users. The weekly open
telephone support line was established to meet the need for per-
sonal communication (Varsi et al., 2013), but this service was rarely
used. When used the queries were IT related or had to do with
navigating the health care system, providing technical support or
giving guidance about referrals. Consequently, the support line
mainly functioned as a help desk (53).
Evidence generally shows that potential website users quickly
become impatient and leave sites that are too difﬁcult to use, if the
purpose is not clearly stated, if the information provided is hard to
understand, if questions remain unanswered or if navigating be-
tween pages is difﬁcult (Nielsen et al., 2014). The bounce rate (32%)
for the BTW was lower than for similar websites (Hansen and
Lundsby Jensen, 2009).
Accessing the BTW requires use of an electronic device. Aver-
aging 63 years of age, the interviewed patients felt they lacked
technical skills, which may explain the low level of active users
(Borosund et al., 2013). Higher age is a limiting factor for the usage
of IBI (Schrader et al., 2014; Cristancho-Lacroix et al., 2014; Joe et al.,
2014). On the other hand, the Danish population has become
familiar with using electronic devices because communicationwith
governmental services is primarily digital. Patients with HGG also
use the Internet to ﬁnd information (Piil et al., 2014a). Study par-
ticipants appreciated having the BTWavailable, which is supported
by Varsi et al. (2013). Some interview participants said that they did
not currently prioritise the BTW and that they did not possess the
ability to learn the new skills required to become familiar with a
website at the early stage of their disease and treatment trajectory.
Only two caregivers asked the specialists questions; however, the
BTW was brand new and these caregivers were the site's very ﬁrst
visitors. This brings up the matter of whether the BTW was offered
too early to patients during a period of distress after post-operative
discharge (Varsi et al., 2013) and indicates that presenting it later
would be more useful. Some of the reasons articulated by patients
during interviews for non-use were not wishing to assume the role
of being sick and avoidance of being reminded at an early stage
about what they were suffering and would suffer. Some of the ar-
guments against waiting to introduce the BTW, however, are that
reaching those with a higher disease burden at a later stage of the
disease may be difﬁcult (Borosund et al., 2013), they may not
remember the IBI is available (Varsi et al., 2013) or they could be too
cognitively impaired to use the site (Correa, 2010). Another
Fig. 1. Study ﬂow.
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isﬁes the need to ask questions personally and directly (Varsi et al.,
2013).
Finally, caregivers might use the BTW more frequently than
patients because they do not face HGG symptoms (cognitive failure,
fatigue) and have a different strategy for acquiring prognostic in-
formation (Piil et al., 2014a), i.e. they seek more information while
patients try to limit it. It is premature, however, to draw this
conclusion. Due to the limited number of BTW users among the
interviewed participants, our data do not clearly indicatewhether or
not the BTW is safe. There were no patients or caregiver from the
nationwide or the interview sample who contacted KP with nega-
tive reactions or problems related to using the BTW. One user,
however, did became emotionally distressed after reading some-
thing on the BTW and then refrained from using further. Based on
the ﬁndings from this feasibility study, we recommend that futureIBIs make an effort to reduce the barriers patients and their care-
givers described in this study, e.g. by providing better information
about online anonymity to boost conﬁdence about using the BTW.
Future research also needs to identify how to appropriately time
presenting a BTW. Newly diagnosed patients said that reading
questions asked by patients/caregivers at a later stage of the disease
might be distressing. This indicates that the BTW is used in
different ways and for different reasons along the course of disease.
To resolve this dilemma, a template that solely addresses the sit-
uation of newly diagnosed patients and their caregivers with
directly relevant information might reduce the distress mentioned
in the interviews.
One of the strengths of this study is inclusion of user statistics
containing the exact numbers of users and their activities on the
BTW. One of the limitations is that the nationwide user proﬁle (age,
gender, stage of disease) is unknown and patterns of association
Table 4
Medical and demographic characteristics of patients (n ¼ 11).
Age, median yrs. (range) 64 (42e80)
Gender (male/female) 4/7
Diagnosis
Glioblastoma (GBM) WHO grade IV 10
Anaplastic oligodendroglioma WHO grade III 1
Surgical procedure
Operation/biopsy 8/3
Unifocal/Multifocal 9/2
Marital status
Married/living with partner 8
Single/divorced/living alone 3
Children living at home 4
BMI, median (range) 23.05 (19.49/30.85)
KPS
90e100 7
70e80 3
50e60 1
Highest level of education
Less than or completed primary school/9th
or 10th grade
1
Training/learning 2
Higher education (4 years/5 years) 7/1
Employment status before diagnosis
Full time 4
Sick leave/rehabilitation/ﬂex job 2
Early retirement/pension 5
Employment status after diagnosis
Full time/part time 0
Sick leave 6
Early retirement/pension 5
BMI: Body mass index; KPS: Karnofsky Performance Scale; WHO: World Health
Organization; yrs: Years.
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During interviews, patients described some of the challenges and
barriers that prevented them from using the BTW, but the experi-
ences of those who actually used the BTW in the nationwide
sample were not explored.
In conclusion, this feasibility study shows that the BTW attrac-
ted nationwide interest and activity, while the burden of being
newly diagnosed with HGG combined with low levels of familiarity
with the Internet and electronic devices, in addition to cognitive
deﬁcits, were barriers to using the BTW (three-month period).
Future IBI studies are needed to investigate the potential beneﬁts of
a BTW for the HGG population and its caregivers.
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